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A.  Introduction 

Support  service  to  Albertans  who  care  for  their 
older  family  members  is  a relatively  new  initia- 
tive and  has  seen  only  minimal  development. 
Although  professional  literature  abounds  with 
evidence  that  the  family  is  an  important  source 
of  support  and  care  for  its  elderly  members,1 
service  development  has  focused  primarily  on 
institutional  care.  It  has  been  suggested,  for 
instance,  that  unless  public  policy  changes,  the 
institutional  care  sector  has  a drive  towards 
self-preservation  and  growth  that  overshadows 
the  development  of  any  alternative  service 
option.2 

Any  services  to  family  caregivers  of  seniors 
appear  to  be  secondary  to  services  to  older 
people.  As  ancillary  services,  they  are  delivered 
almost  as  an  afterthought. 

This  paper  reviews  programs  in  Alberta  which, 
in  one  way  or  another,  provide  services  or 
benefits  which  support  family  caregivers  of 
people  65  years  and  over.  It  also  looks  at  pro- 
grams for  people  who  care  for  adults  who  are 
not  senior  citizens  and  for  people  who  care  for 
disabled  children.  There  is  as  well  discussion 
of  programs  in  other  provinces  and  countries 
that  have  features  which  may  be  helpful  to 
people  who  care  for  older  people  in  Alberta. 

B.  Support  Services  Needed 
by  Caregivers 

Support  services  to  family  caregivers  are  seen 
as  falling  into  six  broad  categories: 

1 . outreach, 

2.  information,  education  and  training, 

3.  emotional  support  and  counselling, 


4.  caregiving  support  and  relief, 

5.  housing  support,  and 

6.  financial  support. 

1.  Outreach  to  Caregivers 

In  the  delivery  of  human  services,  it  has  been 
found  that  the  very  people  who  need  help  are 
often  poorly  informed  about  the  services  avail- 
able to  them.  In  fact,  it  has  been  recognized 
that  to  ensure  services  are  used  by  those  who 
need  them,  publicity  and  outreach  are 
essential.3  Family  caregivers  are  no  exception. 
They  often  fall  into  the  role  of  caregiving  un- 
prepared and  lacking  knowledge  about  their 
new  role  and  about  the  resources  that  are  avail- 
able to  them.  In  addition,  caregiving  can  have 
an  isolating  effect.  The  caregiver  is  frequently 
confined  to  the  home,  caring  for  the  unwell 
person,  and  contacts  with  the  outside  commu- 
nity are  lost.  Unless  a perceptive  person  reaches 
out  to  the  caregiver  at  an  early  stage  - for  ex- 
ample, in  the  hospital  when  arrangements  for 
caregiving  are  first  made  - a pattern  of  isolation 
and  lack  of  support  may  begin.  People  living  a 
shut-in  life  are  difficult  to  identify  and,  there- 
fore, hard  to  reach. 

Of  the  programs  that  may  bring  support  to  fam- 
ily caregivers  in  Alberta,  few  of  them  offer 
active  outreach  to  families  providing  care  to  the 
elderly.  Exceptions  to  this  are  support  societies 
and  groups  such  as  the  Alzheimer’s  Society. 
Generally,  caregivers  come  to  the  social  agen- 
cies for  help  rather  than  the  agencies  reaching 
out  to  them.  Organizations  which  help  older 
people  in  need  of  support  and  care  may  solicit 
help  from  relatives  on  the  seniors’  behalf,  but 
rarely  see  their  role  as  being  advocates  for  the 
caregivers.  Only  a few  organizations  are 
known,  for  instance,  to  have  brochures  aimed 
specifically  at  caregivers,  with  information 
about  services  and  benefits  available  to  them  as 
care  providers. 
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Caregiving  relationships  often  begin  when 
seniors  are  discharged  from  hospital.  It  is  a time 
when  care  providers  are  easily  identified  at  an 
early  stage  in  their  caregiving  role.  It  is  an 
opportune  time  to  reach  out  with  information 
about  support  services  and  the  knowledge  and 
skills  required  for  caregiving.4  And  yet,  the  pri- 
ority in  a busy  hospital  is  to  ensure  the  patient 
has  a place  to  go  upon  being  discharged,  rather 
than  on  providing  outreach  to  the  caregiver.  At 
that  specific  time,  it  appears  to  be  nobody’s 
mandate  to  help  the  family  caregiver  of  the 
older  person  to  understand  the  needs  of  the 
patient  and  how  to  meet  them.  However,  once 
the  family  is  at  home,  “case  finding”  and  out- 
reach become  far  more  difficult.  In  contrast, 
when  one  looks  at  services  for  the  handicapped 
in  Alberta,  support  to  relatives  in  their  helping 
relationship  appears  to  be  an  integral  part  of 
service  delivery. 

If  caregiving  by  family  members  is  valued,  then 
outreach  from  the  very  beginning  - by  hospital 
staff,  physicians,  home  care  staff  - is  needed, 
and  should  be  continued.  There  should  be 
ongoing  monitoring  of  needs  and  provision  of 
appropriate  resource  information. 

2.  Information,  Education  and  Training 

Historically,  outreach  came  into  being  in  social 
and  health  services  as  a means  of  providing 
information,  rather  than  as  a means  of  sharing 
empathy.  Information  is  essential  to  help 
people  make  informed  decisions.  Studies  have 
consistently  shown  that  those  who  need  the 
most  help  are  often  least  informed  about  serv- 
ices and  benefits  available  to  them.  People  pro- 
viding care  for  family  members  would  appear 
to  be  no  exception.  As  noted  earlier,  they  come 
to  caregiving  by  circumstance  and  not  by 
choice.  They  tend  to  be  unprepared  for  the  task, 
and  they  usually  learn  the  hard  way  - by  trial 
and  error. 


In  Alberta,  information  and  educational  serv- 
ices for  people  who  care  for  others  in  their 
homes  are  not  provided  in  any  consistent  way. 
There  are,  for  instance,  no  handbooks  for  care 
providers  about  the  range  of  support  services 
available.  Nor  does  anyone  come  automatically 
to  the  home  to  check  with  the  family  about  how 
they  are  managing  and  what  routines  may  be 
established  to  assist  in  the  provision  of  care. 
Relief  care,  though  available,  is  not  widely 
advertised  and  is  likely  unknown  to  many 
caregivers.  However,  if  the  patient  is  receiving 
home  care  services  from  the  Coordinated  Home 
Care  Program  of  the  health  units,  education  and 
information  are  often  provided  by  Home  Care 
staff. 

3.  Counselling  and  Emotional  Support 

Several  municipalities  in  Alberta  have  projects 
funded  by  Family  and  Community  Support 
Services  (FCSS)  and  other  services  which  pro- 
vide counselling  to  families  and  individuals,  in- 
cluding older  adults  and  their  families.  Indeed, 
recognizing  the  need,  some  agencies  provide 
specialized  counselling  services  aimed  specifi- 
cally at  seniors  and  their  families,  including 
group  programs  (e.g.  “As  Parents  Grow  Older” 
and  other  support  groups). 

Counselling  family  members  and  the  people 
they  are  caring  for  is  an  important  support  serv- 
ice. The  caregiving  relationship  can  be  a very 
stressful  one.5  Caregiving  can  be  an  emotion- 
ally and  physically  draining  job.  The  responsi- 
bility for  care  often  falls  on  one  person.  Shared 
caregiving  in  a family  is  quite  infrequent,6  but 
there  is  usually  a good  deal  of  criticism  and 
resentment  about  how  care  is  provided, 
nonetheless.  Unresolved,  long  forgotten  prob- 
lems in  family  relationships  may  reappear  and 
cause  hurtful,  destructive  conflicts.  In  addition, 
the  community  may  not  be  supportive.  Health 
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care  professionals  may  also  be  critical  of  the 
caregiver’s  efforts. 

The  caregiver  often  has  dependent  children  and 
a spouse  - all  making  heavy  and  conflicting 
demands  on  her.7  Privacy  may  be  severely 
strained.  Spousal  caregivers  sometimes  find  it 
difficult  to  be  isolated  with  a person  who  is  dra- 
matically changed.  They  may  be  faced  with  in- 
timacies which  they  find  they  can  no  longer 
tolerate.  It  should  be  remembered  that  many  of 
the  caregivers  of  elderly  persons  are  their 
spouses. 

The  list  of  dilemmas  and  pressures  can  go  on 
and  on,  for  the  person  who  receives  care  as  well 
as  the  person  providing  it.  The  result  can  be 
that  the  two  of  them  feel  they  are  locked  in  a 
house  together,  with  no  one  to  understand  what 
they  are  feeling  and  experiencing,  and  no  one  to 
provide  them  with  support  and  concern. 

Some  people  may  question  the  need  for  social 
workers  to  be  a part  of  the  Coordinated  Home 
Care  Program.  At  the  very  least,  however, 
home  care  programs  need  to  train  staff  to  recog- 
nize that  the  people  they  serve  are  often  in  a 
state  of  emotional  upheaval.  In  such  cases, 
clients  need  to  be  referred  to  counselling.  Wait- 
ing until  the  caregiver  asks  for  help  may  be  too 
late. 

4.  Caregiving  Support  and  Respite 

Home  nursing,  personal  care,  rehabilitation 
services  and  homemakers  and  home  help  are 
offered  through  the  Coordinated  Home  Care 
Program.  Homemakers  and  home  help  are 
provided  as  well  through  several  FCSS  agen- 
cies in  the  province.  However,  these  services 
are  usually  thought  of  in  terms  of  the  needs  of 
the  senior  requiring  care.  Help  to  the  care- 
giver may  only  be  considered  if  the  caregiver  is 


also  elderly  and  frail  and  in  need  of  care.  This 
may  be  a technical  point  to  meet  program  ad- 
ministration needs.  It  does,  however,  reflect 
public  attitudes  toward  caregivers.  Public 
policies  do  not  yet  ensure  that  services  reach 
out  to  caregivers,  to  support  them  in  their  role 
and  in  their  own  need  for  well-being. 

The  following  caregiving  support  and  relief 
services  may  be  helpful  to  family  caregivers  in 
Alberta: 

a)  Home  Care 

Under  the  Coordinated  Home  Care  Program 
regulations,  personal  care  and  homemaking 
services  “shall  be  provided.”  “Personal  care 
services”  means  “hygiene  care  and  assis- 
tance with  personal  activities  with  daily 
living.”  “Homemaking  services”  include: 

i.  adult  care  and  child  care, 

ii.  routine  housecleaning,  laundry,  ironing 
and  mending. 

The  program  may  provide  heavy  housework 
service  and  handyman  service.8 

Although  the  regulations  specify  what 
“may”  and  “shall”  be  provided,  each  health 
unit  jurisdiction  has  its  own  budget  for 
Home  Care  and  determines,  within  the 
terms  of  the  regulations,  which  services  will 
be  provided  and  to  what  degree.  Because  of 
financial  constraints,  many  Coordinated 
Home  Care  Programs  have  decided  to  limit 
their  hours  of  service.  The  trend  is  toward 
provision  of  care  to  those  needing  less 
service. 

b)  Family  and  Community  Support  Services 
(FCSS)-funded  Agencies 
FCSS-funded  agencies,  in  some  areas, 
provide  a variety  of  services  to  reach  out  to 
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and  help  seniors.  FCSS-funded  programs 
are  open  to  community  requests  and  in  some 
instances  have  already  developed  care- 
givers' support  services. 

c)  Respite  Care 

Some  auxiliary  hospitals  and  nursing  homes 
in  Alberta  have  operated  a holiday  respite 
service  for  several  years.  They  provide  care 
for  the  care  receiver  so  the  care  provider  is 
able  to  have  a holiday,  etc.,  and  convales- 
cent care  if  the  caregiver  becomes  ill. 

Lodges  are  beginning  to  offer  a similar 
service.  However,  in  some  instances  the 
service  appears  to  be  available  more  as  a 
means  of  filling  empty  beds,  than  as  a com- 
mitted, specialized  service. 

Part-time  placement  - for  two  to  five  days 
each  week  - may  also  be  available  on  a 
regular  basis.  Again,  though  hospital  dis- 
tricts may  be  committed  to  assisting  family 
care  providers,  the  institutions  providing 
care  need  to  be  concerned  about  revenue. 
They  are,  therefore,  reluctant  to  get  locked 
into  part-time  care  unless  the  “part-time 
bed”  is  filled  and  producing  revenue  every 
day  of  the  week. 

Respite  care  service  is  not  widely  adver- 
tised, and  it  is  possible  that  many  caregivers 
are  not  aware  of  it.  It  can  be  difficult  to 
make  use  of  the  service  at  times,  given  the 
flexibility  needed  to  meet  the  individual 
needs  of  each  family. 

Respite  care  in  the  home  is  particularly 
difficult  to  obtain.  Very  few  agencies  pro- 
vide it.  There  are  no  clear-cut  funding  subsi- 
dies for  such  care.  Coordinated  Home  Care 
administrations,  though  permitted  to  provide 
“adult  sitting”  under  homemaking  services, 


tend  to  provide  minimal  relief  care  to  care- 
givers - usually  during  the  hours  the  home- 
maker is  doing  housecleaning. 

To  be  an  effective  community  support  serv- 
ice, respite  care  services  need  to  be  well 
advertised,  attractive,  available  both  in  the 
home  and  in  a group  setting,  flexible  to 
meet  the  needs  of  the  family,  and  able  to 
reach  out.  They  also  need  to  be  affordable 
and,  if  the  care  is  given  in  a centre  rather 
than  in  the  home,  they  need  to  be  associated 
with  a reliable  transportation  service. 

d)  Day  Hospitals 

Day  hospitals  are  available  only  in  a few 
centres  in  Alberta.  They  are  not  intended  to 
be  respite  care  providers,  but  rather  to  pro- 
vide active  rehabilitation.  They  can  play  an 
important  role  in  helping  caregivers  better 
understand  the  behaviour  and  needs  of  the 
patient,  and  assist  in  developing  routines, 
shortcuts  and  better  ways  of  doing  things, 
and  suggesting  aids  to  daily  living,  etc.  Day 
hospitals  may  also  help  the  care  receiver  to 
get  acclimatized  to  visits  into  the  commu- 
nity, and  thereby  accept  going  into  a day 
support  program  following  discharge  from 
the  day  hospital  program. 

e)  Day  Support  Programs 

Day  support  programs  are  again  only  avail- 
able in  a few  centres  in  Alberta.  They  pro- 
vide relief  for  the  caregiver,  giving  her/him 
a rest  from  care  provision.  As  opposed  to 
respite  care  in  the  home,  day  programs 
allow  the  care  provider  time  and  privacy  at 
home,  by  taking  the  cared-for  person  out  for 
the  day.  This  can  offer  the  care  receiver  an 
important  link  with  the  community,  prevent- 
ing the  insularity  and  fear  of  going  out  that 
can  be  problems  for  shut-ins. 
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Day  support  programs  in  Alberta  are  de- 
pendent on  uncertain  financing  arrange- 
ments, donated  space,  and  the  determined 
efforts  of  community  boards  and  staff  to 
keep  them  operating. 

f)  Emergency  Response  Systems 

These  systems,  such  as  the  ones  admini- 
stered from  Bethany  Care  Centre  in  Calgary, 
and  the  Royal  Alexandra  Hospital  and  Good 
Samaritan  Auxiliary  Hospital  in  Edmonton, 
are  seen  as  a caregiving/support  service  to 
help  people  at  risk  to  live  in  the  community 
on  their  own.  This  service  could  also  be 
helpful  for  seniors  who  receive  care  from 
their  family  but  who  are  left  on  their  own 
during  the  day  while  the  caregiver  works. 

Relief  care  service  organizers  are  sometimes 
surprised,  when  they  start  a service,  that  they 
are  not  overwhelmed  with  demands  for  care. 
The  reasons  for  the  slow  demand  may  include 
the  following:  consumers  and  professionals 
often  do  not  know  of  the  service;  the  person 
who  receives  care  may  not  want  to  use  the 
service  because  of  fear  of  a new,  unknown  en- 
vironment; therefore,  the  care  provider  is  faced 
with  a relative  who  resists  the  service,  and  feels 
guilty  about  pushing  the  issue;  in  addition,  the 
caregiver,  having  been  locked  into  a situation 
for  some  time,  has  also  developed  an  accom- 
modation that  makes  her/him  find  respite  care 
difficult  to  accept  initially.9  “It’s  too  much 
bother,  it  isn’t  worth  the  effort”  or  “nobody 
knows  how  to  look  after  him  properly.”  It  is 
important  for  the  intake  worker  of  a respite  care 
service  to  be  aware  of  the  fears  that  may  have 
developed,  and  to  be  warm,  accepting,  reassur- 
ing and  accommodating,  and  to  encourage  care 
providers  to  take  advantage  of  respite  programs 
if  that  is  what  they  want. 


5.  Housing 

Housing  support  measures  may  assist  families 
in  maintaining  a closer  helping  relationship  as 
their  parents  become  frail  or  ill.  Although  some 
older  people  prefer  to  live  independently  from 
their  children,  even  if  it  means  going  into  a 
nursing  home,  others  and  their  families  feel  that 
a close  living  arrangement  will  allow  them  to 
be  supportive  of  each  other  without  necessarily 
losing  independence  or  privacy. 

There  are  several  housing  support  programs  for 
seniors  in  Alberta  that  may  be  of  help  to  the 
caregiving  family  and  the  senior. 

a)  Community  Housing 

The  older  person  and  the  caregiver  may 
qualify,  if  one  of  them  is  over  65,  for  senior 
citizen  rental  housing.  Rent  is  charged  at  25 
per  cent  of  income. 

b)  Rent  Supplement  Program 

The  older  person  and  the  caregiver,  by 
renting  in  housing  developments  approved 
under  this  program,  qualify  for  reduced 
rental  rates  based  on  their  income.  “Priority 
is  given  to  those  most  in  need.” 

c)  Senior  Citizens'  Renters  Assistance 
Any  senior  renting  accommodation  may 
receive  a renters  rebate  of  $1,200  annually, 
unless  living  in  subsidized  rental  housing 
whereby  he/she  may  receive  $600  annually. 

d)  Rural  and  Native  Housing  Program , Rural 
Emergency  Home  Program  and  Rural  Home 
Assistance  Program 

These  are  three  programs,  available  in  some 
rural  areas,  which  may  be  helpful  to  seniors 
and  their  caregivers. 
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e)  Property  Tax  Reduction 

Senior  citizens  are  eligible  for  a tax  reduc- 
tion on  their  property. 

f)  Seniors'  Home  Improvement  Program 
This  is  only  available  to  the  senior  citizen 
(or  widow [er]  of  one)  if  he/she  is  a home- 
owner.  Money  is  made  available,  based  on 
income,  for  improvements  and  repairs  to  the 
home. 

g ) Home  Adaptation  Program 

This  grant  is  provided  to  homeowners  and 
tenants  who  are  wheelchair  users  (and  who 
have  resided  in  Alberta  for  at  least  one  year) 
on  an  income-tested  basis.  The  purpose  is  to 
adapt  the  residence  for  the  wheelchair  user. 
For  the  older  person  living  with  the  care- 
giver/homeowner, the  caregiver  may  apply 
as  the  landlord  or  the  older  person  may 
apply  as  the  tenant.  (The  grant  is  only  avail- 
able if  the  older  person  has  “independent  ac- 
commodation” with  bathroom  and  kitchen.) 

h)  National  Garden  Suite 
Demonstration  Project 

This  housing  option  for  the  frail  elderly  re- 
quiring family  support  is  not,  as  yet,  avail- 
able to  the  public.  Only  one  unit  has  been 
completed  in  Alberta,  and  is  being  shown  at 
various  locations  across  the  province.  It  is 
similar  to  the  Australian  “Granny  Flats” 
development,  under  which  a prefabricated, 
self-contained  unit  is  installed  for  the  older 
person  in  the  garden  of  his/her  family’s 
home.  It  shows  promise  as  a living  arrange- 
ment which  encourages  close  family  ties 
and  opportunity  for  independence  and  pri- 
vacy between  older  parents  and  adult  chil- 
dren. 

i)  Housing  Support  in  Some  Other  Provinces 
Alberta  does  not  appear  to  be  unique  in  in- 


vestigating housing  support  given  to  encour- 
age caregiving  by  a family  to  its  elderly 
members.  At  least  two  other  provinces  are 
known  to  be  experimenting  with  similar 
demonstration  programs.  In  Ontario,  it  is  the 
Granny  Flat  Demonstration  Project. 
Saskatchewan’s  Elder  Suites  program  dif- 
fers somewhat  by  making  provision  for 
attached  as  well  as  detached  elder  suites. 

Ontario  has  other  housing  support  programs 
that  may  be  helpful  to  caregiving,  but  these 
programs  seem  to  have  been  instituted  more 
out  of  concern  for  a tight  housing  market 
than  in  response  to  the  needs  of  the  elderly. 

6.  Financial  Support 

In  general,  there  appears  to  be  no  organized 
financial  support  system  available  to  care  pro- 
viders in  Alberta  - beyond  some  of  those  noted 
under  (5)  Housing  (low-interest  loans,  grants 
and  rent  subsidies  for  housing).  The  Home  Care 
Program  may  fund  or  deliver  services,  but  does 
not  provide  funds  to  caregivers  to  purchase 
services  on  their  own.  Social  Allowance  may  be 
available  to  families  if  the  caregiver  is  a spouse 
and  if  the  physician  advises  the  care  is  essen- 
tial. Social  Allowance,  however,  is  not  avail- 
able to  enable  an  adult  child  to  provide  care  to  a 
disabled  parent.  Upon  medical  recommenda- 
tion, parents  who  receive  Social  Allowance  or 
Assured  Income  for  the  Severely  Handicapped 
(AISH)  and  who  require  help  or  care  at  home 
may  have  the  cost  of  service  covered  by  these 
programs,  but  only  if  provided  by  non-family 
members! 

In  contrast,  Norway  and  Sweden  provide 
monthly  financial  support  for  the  care  provider 
if  the  caregiving  limits  the  helper’s  ability  to 
get  other  employment  or  requires  her/him  to 
leave  the  work  force.  For  a person  who  has 
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cared  for  an  elderly  or  disabled  relative,  a 
pension  is  available  if  the  services  have  led  to  a 
permanent  reduction  in  the  possibility  of  ob- 
taining employment.  In  addition,  the  local 
home  help  office  may  contract  for  services  with 
the  caregiver,  and  provide  not  only  training,  if 
necessary,  and  supervision,  but  also  payment 
for  service.10 

Most  other  industrialized  nations  (excluding  the 
United  States,  Canada  and  West  Germany)  have 
some  form  of  “attendance  allowance”  (a  cash 
benefit  paid  on  behalf  of  permanently  disabled 
persons  who  require  either  full  or  part-time  care 
by  another  person  at  home).  The  payments  are 
usually  covered  through  the  old  age  or  disabil- 
ity insurance  programs.  There  are,  however, 
wide  variations  among  these  nations  in  benefit 
levels  and  qualifying  conditions.11 

Saskatchewan  has  a form  of  attendance  allow- 
ance which  provides  compensation  for  a care- 
giver to  assist  a member  of  the  family,  if  no- 
body else  is  available,  and  who  then  is  em- 
ployed and  trained  by  the  Home  Care  Program. 
There  is  the  additional  requirement  that  the 
caregiver  may  be  asked  to  serve  others  in  the 
area.12 

Two  other  interesting  financial  support  pro- 
grams are  the  Veterans  Affairs  Canada  project, 
called  the  Aging  Veterans  Program,  and  the 
State  of  Wisconsin  Community  Options  Pro- 
gram. Both  approach  the  need  for  care  by  pro- 
viding funds  to  the  disabled  person  to  purchase 
service  rather  than  - as  in  the  Saskatchewan 
and  Scandinavian  programs  - for  the  caregiver 
to  be  paid  directly  by  the  funding  agent. 
Douglas  W.  Nelson  in  Community  Options 
Program  in  Wisconsin,  notes  that  in  that  state, 
“we  said  that  we  ought  to  empower  the  client 
by  providing  reimbursement  for  any  imple- 
mented case  plan  up  to  the  amount  we  would 


have  spent  had  that  individual  become  a . . . 
nursing  home  resident.”13  The  Veterans  Affairs 
Canada  program  of  financial  support  to  pur- 
chase care  is  more  stringent.  It  allows  the  vet- 
eran to  hire  a care  provider  who  may  be  a 
friend  or  relative  as  long  as  she/he  does  not 
usually  live  in  the  veteran’s  home.14 

There  appear  to  be  two  opinions  about  giving 
people  money  to  purchase  their  own  caregiving 
services.  The  one  which  suggests  that  people 
should  be  given  the  money  to  look  after  them- 
selves and  that  they  are  the  best  judges  of  what 
they  need  is  expressed  bluntly  by  Nelson.  He 
talks  about  “client  empowerment”  and  “we 
think  individual  client  preferences  usually 
reflect  a pretty  good  judgement  about  what  the 
individual  objectively  needs.”  And  “In  the  end 
if  I had  to  choose  between  the  cost  efficiency 
instincts  of  an  87  year  old  widow  and  those  of, 
say,  a Medicare  certified  home  health  agency, 
I’d  go  with  the  widow  every  time.”15 

The  opposing  view  suggests  that  purchasing 
caregiving  services  on  behalf  of  the  client  is  a 
more  sensible  option  in  providing  service, 
particularly  to  people  who  are  frail  and  handi- 
capped. It  is  suggested  that  finding  reliable 
service  providers  is  a difficult  task  and  that 
standards  of  service  are  maintained  if  agencies 
provide  or  purchase  services.  In  addition,  our 
system  is  too  complex  for  individual  service 
recipients  to  tackle. 

C.  Services  for  the  Handicapped 

Services  for  the  Handicapped  (Alberta  Social 
Services’  Community  Rehabilitation  Program 
and  Community  Resource  Management)  were 
reviewed  to  examine  what  initiatives  in  that 
program  may  prove  helpful  in  planning  support 
services  to  family  caregivers  of  senior  citizens. 
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As  in  the  case  of  the  Coordinated  Home  Care 
Program  and  Alberta  Mental  Health  Services, 
there  is  considerable  variation  from  region  to 
region  in  the  Services  for  the  Handicapped 
Program.  The  differences  may  not  only  be  in 
the  services  available  regionally,  but  there  may 
also  be  different  “philosophical  interpretations” 
of  the  program.  The  way  services  are  developed 
and  delivered  depends  “on  the  readiness  of  the 
regional  staff  and  the  community.”  Further,  it  is 
suggested  that  it  may  be  an  injustice  to  have  a 
universal  program  because  needs  and  resources 
may  differ  from  region  to  region. 

The  regional  representative  of  the  Community 
Resource  Management  Branch,  who  was  inter- 
viewed for  this  review,  suggested  that  it  is 
imperative  that  the  program  focus  on  the  indi- 
vidual and  not  the  program.  With  that  in  mind, 
the  consultants  in  Community  Resource  Man- 
agement believe  in  the  development  of  options 
for  clients,  to  give  them  a choice.  Particular  at- 
tention is  paid  to  client  support  and  empower- 
ment. An  example  is  a project  pioneered  by  the 
Calgary  Association  for  Independent  Living: 
the  Joshua  Committees,  with  their  personal 
support  networks.  The  handicapped  person 
works  with  a group  of  committed  people  who 
will  provide  an  effective  support  system  to 
break  down  the  barriers  which  hold  the  handi- 
capped person  back  in  living  life  as  he/she 
chooses.  This  concept,  when  considered  in 
relation  to  family  caregivers  and  persons  re- 
ceiving care,  may  be  translated  into  a commu- 
nity and/or  family  network  which  supports  the 
senior  and  the  caregiver  in  accomplishing  not 
only  support  and  respite,  but  some  measure  of 
self-fulfillment. 

Because  of  the  attractive  features  of  the  Joshua 
Committee  principles,  the  region  has  attempted 
to  complement  them  through  what  it  calls 
Individual  Service  Planning! Funding.  The 


process  is  initiated  with  an  interested  group  of 
people  - e.g.  family  members  - and  with  the 
individual  included  in  all  aspects  of  planning. 
The  group  first  determines  what  supports  the 
person  needs  throughout  the  day,  and  then  who 
does  what  to  support  that  person.  Breaking 
down  the  barriers  which  hold  back  the  disabled 
from  making  their  own  choices  is  emphasized. 
Leadership  for  developing  the  service  plan, 
according  to  the  Community  Resource  Manage- 
ment representative,  sometimes  comes  from 
that  office,  but  often  comes  from  the  family, 
another  community  agency  or  an  advocacy 
group. 

Relief  to  care  providers  is  formalized  only  for 
families  caring  for  handicapped  children.  Relief 
care  is  paid  for  by  the  department,  with  the 
family  paying  $2  per  hour  - up  to  $10  per  ses- 
sion. There  is  a limit  to  the  number  of  hours  a 
family  may  get.  In  addition,  through  Child 
Welfare,  there  is  a yearly  allocation  made  for 
relief  services  to  families  with  handicapped 
children.  It  provides  for  babysitting,  transporta- 
tion, specialized  equipment  and  medication.  An 
agreement  is  worked  out  according  to  need  (not 
financial  need),  and  the  family  receives  the 
money  to  purchase  service. 

With  handicapped  adults  being  eligible  (on  an 
income-tested  basis)  for  the  Assured  Income  for 
the  Severely  Handicapped  (AISH),  any  service 
needs,  when  properly  authorized  - including 
relief  care  - would  be  covered  by  AISH  Plus  if 
the  person  was  already  receiving  AISH. 

D.  Alberta’s  Present  Direction 

Alberta  is  fortunate  to  have  a network  of  health 
and  social  services  with  the  potential  to  meet 
the  needs  of  older  Albertans.  Of  concern  in 


recent  years  is  not  so  much  that  services  are 
unavailable,  but  rather  that  the  choice  of  ser- 
vices provided  has  a bias  toward  institutional 
care. 

Institutional  care  is  visible  and  well-known 
while  caregiving  in  the  home  by  family  and 
friends  suffers  from  a lack  of  visibility.  Care- 
givers are  usually  alone,  isolated,  weary  from 
the  demands  of  caring,  feeling  helpless  and  un- 
supported. 

The  Committee  on  Long  Term  Care  for  Senior 
Citizens  in  its  report  A New  Vision  for  Long 
Term  Care  - Meeting  the  Need  says: 

Our  goal  is  to  make  recommendations 
which  foster  and  promote  a continuum  of 
appropriate  long  term  care  for  the  aging 
population,  emphasizing  independence  and 
quality  of  life  in  a community  and 
family-based  environment,  commensurate 
with  the  resources  of  the  province  and  the 
individual.16 

The  Committee  addresses  this  goal  with  strate- 
gies to  promote  wellness,  to  increase  volunteer- 
ism,  to  expand  community  services,  to  support 
independence,  to  develop  special  housing,  to 
improve  gerontological  training,  etc.  Not  much 
acknowledgement,  however,  is  given  to  the  im- 
portant role  of  the  family  as  a caregiving  unit. 
Strategies  to  support  the  family  are  not  ad- 
dressed beyond  suggesting  increased  respite 
care. 

Government  policy  and  service  provision  ap- 
pears to  be  slow  in  recognizing  the  contribution 
of  the  family  and  in  supporting  families  who 
provide  care.  The  slow  acceptance  of  day 
support  programs  and  flexible,  easily  accessible 
respite  services  are  examples.  A similar  meas- 


ure that  has  little  acceptance  is  the  unavailabil- 
ity of  social  allowance  support  for  family  care- 
givers other  than  spouses. 

E.  The  Importance  of 
Family  Caregiving 

“ The  amount  of  care  provided  by  families  to 
ill  elderly  relatives  in  most  developed  coun- 
tries far  outweighs  that  provided  by  the 
public  or  voluntary  sectors.... Not  only  is 
family  care  the  predominant  pattern,  it  also 
seems  to  be  the  pattern  desired  by  the  eld- 
erly. In  times  of  crisis  caused  by  ill  health  or 
death  of  a spouse , it  is  to  family  members 
that  the  elderly  most  frequently  turn  for 
assistance.  In  fact,  studies  from  a number  of 
nations  indicate  that  older  persons  in  need 
of  help  turn  first  to  spouse,  then  to  children , 
then  to  other  relatives,  and  only  last  to 
formal  agencies  for  assistance.”17 

In  the  United  States,  for  instance,  “the  5 percent 
of  persons  over  65  and  over  who  are  in  institu- 
tions at  any  one  time... are  outnumbered  two  to 
one  by  equally  disabled  older  persons  who  live 
in  the  community,  primarily  in  the  homes  of 
their  families.”18 

It  is  not  known  at  this  time  how  many  older 
adults  in  Alberta  receive  care  at  home.  Cer- 
tainly, access  to  institutional  care  is  easier  in 
Alberta  than  in  the  United  States,  where  the 
cost  of  care  to  the  patient  is  usually  prohibitive. 
However,  it  is  generally  suggested  that  the 
number  of  older  adults  cared  for  at  home  is 
significantly  higher  than  the  number  who  are 
institutionalized.19 

The  Committee  on  Long  Term  Care  for  Senior 
Citizens  was  “asked  to  develop  a plan  for  meet- 
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ing  ...  (the)  challenge  in  partnership  with  ser- 
vice providers,  community  groups  and  the 
people  of  Alberta.”20  The  challenge,  then,  is  not 
only  to  develop  the  plan  in  partnership  with 
those  people  who  provide  institutional  care, 
but  also  to  develop  it  in  consultation  with  the 
other  significant  caregiver  groups,  including  the 
people  who  are  currently  caring  for  their 
spouses  and  parents. 


F.  Recommendations 


RECOM  ENDATION 


To  the  Minister  of  Health 


We  recommend  that  government  policy  ac- 
knowledge the  essential  role  the  family  has 
in  providing  care  to  frail  and  disabled  older 
persons;  we  therefore  recommend  that  the 
government  ensure  that  care  by  the  family 
be  given  priority  unless  otherwise  indicated 
by  the  wishes  of  the  person  receiving  care , 
the  unwillingness  or  inability  of  the  family , 
or  the  public  cost  if  it  is  more  than  the  cost 
of  appropriate  institutional  care . 


REC 


NDATION 


To  the  Minister  of  Health 


We  recommend  that  health  care  agencies 
working  with  older  people  recognize  and 
increase  their  capability  to  support  families 
involved  in  caregiving . This  could  include 
hospital  discharge  planning , in  consulta- 
tion with  the  patient  and  his/her  family; 
making  available  information  about  com- 
munity support  groups;  and  having  home 
care  workers  support , inform , educate  and 
counsel  family  caregivers. 
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RECOP  NDATION 


To  the  Minister  of  Health 


We  recommend  that  programs  to  relieve 
caregivers  such  as  respite  care  in  home  and 
institutions , day  programs , day  hospital 
care  and  night  care  assistance  be  further 
developed . 


RECO 


NDATION 


To  the  Provincial  Treasurer  and  to 
the  Minister  of  Social  Services 


We  recommend  that  financial  support  pro- 
grams be  considered  for  caregivers  who  are 
unable  to  work  because  of  caregiving  re- 
sponsibilities and  whose  income  and  assets 
would  make  them  eligible  for  such  finan- 
cial aid . This  could  be  done  either  through 
tax  concessions  by  both  the  provincial  and 
federal  governments  or  by  income  security 
programs,  such  as  providing  social  allow- 
ance to  other  than  spouses  who  are  pres- 
ently eligible. 


RECO  ^NDATION 


To  the  Minister  of  Advanced 
Education  and  to  the  Minister  of 
Health 


We  recommend  that  universities  and  other 
post-secondary  educational  institutions,  as 
well  as  home  care,  be  encouraged  to  in- 
clude in  any  educational  programs  on 
aging,  aspects  of  family  care  giving  for 
older  adults. 


To  the  Minister  of 
Municipal  Affairs 


We  recommend  consultation  with  munici- 
palities to  assist  them  in  reviewing  and 
changing  zoning  regulations  that  prevent 
families  from  maintaining  a closer  helping 
relationship  with  older  relatives  or  friends, 
since  zoning  regulations  often  prevent  the 
use  of  garden  suites  and  in-house  suites. 
These  zoning  regulations  could  be  lifted  on 
an  individual  and  temporary  basis,  in  par- 
ticular for  garden  suites. 
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